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Seeing through the lens of the patients 



• Patients offer real-world insights on tolerability, 
psychological impact, and quality of life, ensuring 
decisions reflect lived experiences.

• Patient input highlights unmet needs and benefits beyond 
clinical endpoints, aligning treatments with real patient 
priorities and healthcare demands.
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From 1541 identified clinical trials   

129 reported PROM use (8%!)

The most used PROMs:

• FACT-Lym, 

• EORTC QLQ-C30

• EQ-5D

Accepted as relevant PROMs for 

lymphoma

• FACT-Lym

• 36-Item Short Form Health 

Survey (SF-36)

• Skindex-29 were

Treatment benefit reported by PRO 

data was limited
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• Embed patients at critical decision points (e.g., early scoping, economic modeling, PICOs, and post-
recommendation phases), and make clear communication on how patient input is used in decision-making.

• Advocate for designated patient liaison roles within HTA bodies to facilitate direct contribution.

• Fit for purpose data collection: Ensure patient experience data (PED) informs cost-effectiveness thresholds 
and value frameworks. Encouraging the use of patient experience data in value assessments​.

• Push for the inclusion of patient-defined success metrics alongside clinical endpoints.

• Establish KPIs to track and report how patient input influences HTA recommendations.

• Advocate for mandated reporting  and transparency on patient impact within final HTA reports and policy 
updates.





Push for the formalization of 
"Patient Experience Panels" 
within HTA workflows, with 
predefined roles and impact 

assessment mechanisms.

Propose a sustainable 
funding model where HTA 
agencies co-fund patient 

group participation in 
assessments.

Engage policymakers, HTA 

agencies, and patient groups to 

ensure the 2025 EU HTA Regulation 

embeds robust patient 

engagement standards.



THANK 
YOU!
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